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Agenda: 

 The Health of Women Study 

 Initial Launch

 The Data 

 Findings from the Initial Launch 

 Next Steps
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The Health of Women Study (HOW)
 Purpose: Develop a new model research

 First-ever, large online cohort study 

 Examine causes, treatment, prevention of breast cancer, 

 Identify predictors of survival and consequences of therapy   

 Designed to study up to one million women.  

 Initial Launch: 

 Directed to the current Love/Avon Army of Women 

 ~30,000 women completed the first module to date

 Collaborators:

 The Dr. Susan Love Research Foundation, 

 The Beckman Research Institute (COH), 

 BIG Health Consortium™

 Tooling: caBIG® tools for secure online submission/handling of data 
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Module One Data: 
175 questions arranged in 4 forms 

 About Me: gender, occupation, education, ethnicity

 My Reproductive Health: menstruation, birth control, 
fertility, pregnancy and nursing, menopause, hormonal 
therapies 

 My Health As Of Today: general health and activity, 
height, weight, alcohol and tobacco usage, diet, sexual 
orientation and activity, health complaints, herbal 
remedies

 My Cancer: diagnoses and treatment

All data elements in the caDSR under caMATCH category
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Participants invited in 5 groups
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As of 12/30

HOW study website flow analysis

Invitations sent 
to 360,000 

users 

37,642 click 
through 

acceptances

39,379 
total 
visits

32,717 
unique 
visits

6662 
repeat 
visits

Measured as of 
12/30

Measured as of 
12/29 

45547 
views of the 

registration page

1.4 registration 
page views per 

unique visit

31% (12380) visits 
had durations of less 

than 30 seconds

60.1% (23696) visits 
last from 

5 mins to 1 hour 
(295 visits >1hr)

Derived

7.6% (3008) visits last 
between  30 seconds 

and 5 minutes

Distribution of visits by duration

10.1%

~100%

Additional Statistics

Too short to complete the 
consent for or to complete  

registration 

About half are over 2 mins
which is long enough to 

complete registration but 
still too short to complete 

the  questionnaire 

Long enough to complete at least registration .  
About 60% are over 15 mins which is enough 

to complete the  questionnaire. 

23079 
completed 

registrations

20537 
completed 
modules

89.0%

61.3% of the 
acceptances

54.5% of the 
acceptances

As of 1/4/10 

25566 
completed 

registrations

22892 
completed 
modules

90.0%

67.9% of the 
acceptances

60.8% of the 
acceptances

Measured as of 1/4 

Only 0.6% (195) 
visits ended on the 
registration page

~1420 users have 
rejected the 

consent form 
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Findings from Phase One / Initial Launch

 We can predict required system capacity from well 
characterized arrival distributions

 The form technology needs complete overhaul to 
support release of new modules over time

 Data persistence must be revamped to allow for 
dynamic extensibility

 Data analytics needs to be reengineered to evolve with 
the forms and data
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Phase 2 - caCURE

 Form Builder 

 Creates new modules, forms and questions

 Uses Xforms for form representation

 Supports edit, approve, pilot, publish life cycle 

 Form Runner 

 Integrates easily with popular open source CMS systems

 Persists data as JSON or XML

 Data Analytics

 Allows declarative presentation semantics

 Provides graphical analysis of selected data   
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caCURE Form Builder: 
Creating modules and forms 

The caCURE Form Builder allows the 
user to create  modules . . . 

Modules contain user 
created forms 

Forms can be
edited, 
deleted, 
or re-sequenced



The Forms contain Questions

caCURE Forms such as this 
‘About Me’ form, contain the 
questions.  

This one will collect contact 
information.



caCURE’s Question Editor 

caCURE question editor allows the user to 
specify:  
• various answer types, 
• the data encoding for answers, 
• ‘learn more’ text, 
• simple and complex skip patterns, 

Questions can be associated to a formal 
data element taxonomy such as caDSR.  



Forms are published as XForms

When a caCURE form is published, it can be imbedded and styled as 
needed to be consistent with the rest of the sponsoring website.


